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Psychosocial support for families of persons with dementia through 
home based care programme from a developing country: Process 
of intervention development and pilot testing
In India, person with dementia continue to live with their families 
all through their illness period. It is common in India that because 
of the family relationships and cultural values the caregiving pro-
cess is a joint effort made by the adult members in the family. 
Thus understanding the psychosocial issues of the caregivers 
of persons with dementia in the Indian context and providing 
appropriate psychosocial support for the caregivers is essential 
in the holistic approach for the care for persons with dementia.
The current paper shares the process of development of psycho-
social intervention for the families of persons with dementia and 
findings from the pilot study in urban Bangalore. The findings 
were helpful in systematically developing the content for the pro-
posed homebased care programme for caregivers of persons 
with dementia. The pilot results show that the psychosocial sup-
port through home based programme for the family caregivers of 
persons with dementia is feasible and effective.
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Introduction 
India’s population is undergoing a rapid demo-
graphic transition now. Soon, there will be a 
sharp increase in the number of older people in 
our population. The risk of dementia increases 
with age. As the country moves from being 
‘young-old’ to ‘old-old’, dementia may become a 
major problem of the coming years. Dementia is 
seriously disabling for those who have the illness 
and for those who care for them, especially the 
family caregivers. (Jaiprakash, 1999)[1]. It is im-
portant to note that there is a fast demographic 
change developing alongside with the social re-
structuring that complementing the economic 
development of the population. This makes the 
duty of meeting the wants and needs of the el-
derly population a bit more challenging and the 
most important one. “India is home to more than 
70 million people older than 60 years as per the 
2001 Census” (The dementia India report, 
2010)[2].  
In India, person with dementia continue to live 
with their families all through their illness period. 
It is common in India that because of the family 
relationships and cultural values the caregiving 
process is a joint effort made by the adult mem-
bers in the family. At certain point of time one 
person will be considered as the primary care 
giver who spends and involves his/ her most 
time in caregiving (Dementia India report, 
2010)[2]. Caregiving by the family members has 
been intensively studied in the past decade, but 
with the exception of a few studies, little attention 
has been paid to the impact of psychosocial sup-
port for the caregivers of persons with dementia. 
Thus understanding the psychosocial issues of 
the caregivers of persons with dementia in the 
Indian context and providing appropriate psy-
chosocial support for the caregivers is essential 
in the holistic approach for the care for persons 
with dementia. 
The studies conducted earlier on interventions 
for the caregivers were focused more on the sin-
gle component or a few component programmes 
like emotional wellbeing, educational support, 
stress management etc. However, researchers 
suggested that (Schultz and Martire) interven-
tions combined of various contents and different 
strategies will be more effective than single-com-
ponent interventions. Though, most caregivers 
face difficulties in attending the group meeting 
and support groups while busy in taking care of 
their relative at home without any professional 
help unless some others took in charge of their 
caregiving process. Further, a community or 
home-based approach is required.  
Participants 
A quasi experimental design with pre and post 
assessment was adopted. For the pilot study 10 
families of persons with dementia who were 
seeking treatment from NIMHANS Geriatric 
clinic from urban Bangalore was selected. The 
key informant interviews (n= 20) was conducted 
using semi structured interview guide prepared 
by the researcher. Geriatric mental health pro-
fessionals including Psychiatric Social workers, 
Psychiatrist, Neurologist, Clinical Psychologist 
and Experts from NGOs working for the welfare 
of caregivers and primary caregivers of persons 
with dementia were contacted and interviewed. 
The semi structured questionnaire used was dif-
ferent for each key informant groups. in-depth in-
terviews were conducted with 20 stakeholders, 
each interview lasting for 40 minutes. The inter-
view was audio recorded with their consent. The 
themes were derived based on the coding of the 
audio recording. Self-constructed questionnaire 
with domains of awareness to dementia, psy-
chological coping, physical coping, family re-
lated issues, economic constraints and stigma 
was administrated at baseline and post interven-
tion to assess the effectiveness of the interven-
tion. The study obtained ethical clearance from 
NIMHANS ethics committee. 
Process of development to the intervention 
manual 
The manual for the intervention programme for 
the families of persons with dementia on the psy-
chosocial support for the caregivers adopted 4 
stages as below 
1. Need assessment through scoping re-
views and existing literature  
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2. Key informant interviews with experts  
3. Development of tentative framework of in-
terventions  
4. A pilot study to ascertain the feasibility of 
the intervention. 
Phase 1 : Need assessment 
The first phase of the study gathered information 
from the existing literatures on home based care 
programmes for the family caregivers of persons 
with dementia. Furthermore a detailed review of 
literature on mental health issues and needs of 
caregivers of persons with dementia were ana-
lysed. Also various interventions undertaken to 
help caregivers of persons with dementia espe-
cially the community intervention and home 
based care programme were identified and re-
viewed. Based on the inclusion criteria, 18 stud-
ies on psychosocial issues of caregivers of per-
sons with dementia and the relationship with the 
sociodemographic factors, 22 studies on inter-
ventions for caregivers of persons with dementia 
and 13 studies on homebased interventions for 
caregivers of persons with dementia were in-
cluded. Unfortunately most of the components of 
interventions were single and there were dearth 
of studies from the Indian context also identified. 
Also Schultz and Martire described that interven-
tions combining various contents and different 
strategies were more effective than single-com-
ponent interventions in a study on “Stress/Health 
model” applied to caregiving & associated inter-
vention[3]. However, most caregivers taking care 
of the elderly with dementia without professional 
help at home cannot participate in group meet-
ings or sessions unless other people look after 
the patient In other words, a community or 
home-based approach is needed [4]. 
Phase 2: Key informant interviews with ex-
perts  
For the key informant interview 20 professional 
from different sectors were contacted and inter-
viewed including Geriatric mental health profes-
sionals (Psychiatric Social worker, Psychiatrist, 
Neurologist, Clinical Psychologist) and Experts 
from NGOs working for the welfare of caregivers 
and also Caregivers of persons with dementia. 
Semi structured questionnaire was used for 
each group of key informants to tap their under-
standing and experience on working with per-
sons with dementia and needs of caregivers for 
developing intervention manual and question-
naire to assess the effectiveness of intervention. 
The areas explored during the key informant in-
terviews were: Need for awareness and support 
for the dementia caregivers, Roles of dementia 
caregivers/family members, Challenges faced 
by the dementia caregivers while caregiving, Vi-
able option to address the mental health needs 
of dementia caregivers, Existing programmes for 
the caregivers of dementia patients, Community 
interventions required to address the problems 
of caregivers. The most important issues ex-
plained by them is that the caregivers lack of 
awareness on dementia and its progression 
which makes them difficult to deal with the pa-
tient and to manage the patient on daily basis. 
Multiplicity of roles and responsibility can be 
seen in the caregivers of persons with dementia. 
Experts suggested that support groups and pro-
grammes, leisure activities, family rituals can 
help the caregiver to a greater extend to reduce 
the stress in caregiving. The core idea is to help 
the family o think the best for patient without feel-
ing guilty, even if it is in terms of day care cen-
tres, or any other institutionalized care, or dele-
gating the care to some other paid attenders. Ta-
ble 1 describes the themes and subthemes de-
rived from the in-depth interview. 
Phase 3: Development of tentative frame-
work of interventions  
The intervention manual was based on the find-
ings from phase 1 and phase 2. Based on the 
literature review and interview with stakeholders 
the tentative framework of the homebased inter-
vention and module was developed. The frame-
work of the intervention was focussed on the ap-
proaches, mode of intervention and specific in-
tervention for the concerns and needs of the 
caregivers. The semi structured questionnaire 
was also developed in order to assess the effec-
tiveness of the intervention with the themes ar-
rived from the key informant interview and was 
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given to experts for the review and feedback. 
Psychosocial intervention through home based 
care programme covers the psychological, so-
cial and general health aspects in the broader 
term. These intervention will be family centred 
based on the integrated and participatory 
approach to empower the family members of 
persons with dementia since family is consid-
ered to be the potential source of social support 
and resource for the persons with dementia. Ta-
ble 2 describes the framework of intervention. 
 
Table 1: Themes and subthemes derived from the in-depth interview. 
Themes  Subthemes  Verbatim  
Common concerns of care-
givers 
(Physical, mental and so-
cial) 
 
 Lack of knowledge about 
dementia and its progression 
 Anxiety, fear, loneliness   
 Emotional support 
 Guilt 
 Coping  
 Social isolation 
 Financial difficulties 
 Physical health 
 Relationship quality 
 Work interference  
 
“Most of the caregivers coming to follow up OPD expect that the patient 
will be completely normal after the treatment” (Mental health practi-
tioner) 
“I am worried about him because my son is very short tempered he will 
not able to handle him after my death….am praying to God take both of 
us together” (Caregiver) 
“Nobody is there to help if I have an emergency situation..even my rela-
tives won’t come now..” (Caregiver) 
“As a volunteer and as a caregiver I can say the guilt feeling I was going 
through was horrible after the death of my mother..Caregivers need sup-
port after the death of patients..”(Volunteer) 
“Many of the caregivers were not able to access the services due to their 
work related issues along with the caregiving, above these financial con-
straints too…” (Mental health practitioner) 
Needs of caregivers 
 
 Stress management 
 Family support 
 Psycho education 
 Support programmes 
 Financial assistance  
 
“As a caregiver I faced a lot of pressure in watching my mother struggling 
each day, now I talk to other caregivers as a volunteer to avoid the mis-
takes that I have made. They need support to run the family, to take care 
of kids, to look after the dementing parent…”(Volunteer) 
I have seen caregivers having marital issues, which lasted to divorce due 
to caregiving.. (Mental health practitioner) 
Educating the family about dementia can itself make changes.. (Mental 
health practitioner) 
Caregivers support groups or leisure activities is such a great relief for 
them, its from my experience,. Like wishing them their birthday is one 
such kind …”(Volunteer) 
Community resources 
 
 Lack of care centres with 
less cost 
 Welfare benefits 
 Legal assistance 
 
“I want to keep my father in a care centre, at least for a month, so that I 
can take a break, I have visited so many places, but it’s all expen-
sive..”(caregiver) 
“We have seen patients and families struggling to get help for their legal 
issues in terms of property and other financial matters. .free legal aid 
clinic may help the..” (Mental health practitioner) 
“Its difficult for me to afford the financial expenses  but I am managing it 
by reducing my family expenses..I really don’t know what happens after 
one or two year” …(Caregiver) 
Interventions for caregivers 
 
 Communication 
 Quality time 
 Home visits 
 Telephonic follow up 
 Networking  
 Community health work-
ers involvement 
 
“while other families visit them they can support the caregiver for that day 
by taking charge of cooking or other needs..make them ready to accept 
the support and to communicate their needs..” (Mental health practi-
tioner) 
“Do visit our homes…talk to my wife and amma…I cant take both of them 
to the hospital for counselling..”(Caregiver) 
“I am telling you the best thing we practiced in community is home visits 
and telephonic calls to support caregiver..and take the help of local per-
son or health worker for home visits”(Volunteer) 
“They don’t have time to call us. It’s all changed now.” (caregiver) 
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Table 2: Tentative frame work of intervention 
Approaches Mode of intervention Specific intervention  
 Strength based  
 Cognitive Be-
havioral  
 Psychosocial  
 
 Home visits 
 Telephonic follow ups 
 Supportive Group work 




 Anger management 
 Time management 
 Problem solving skills.  
 Relaxation techniques 
 Healthy lifestyle 
 Leisure activities 
 Work life balance 
 Improving the family relationships. 
 Local resources for emergencies 
 Understanding and dealing with reaction to stress 
 Connecting with different social support and community support 
 Network with institutions 
 Helpline numbers.  
 
Phase 4: Pilot testing 
A pilot study was carried out with 10 families of 
persons with dementia who were seeking treat-
ment from NIMHANS Geriatric Clinic in urban 
Bangalore. This was conducted during from No-
vember 2017 to March 2018. Pre assessment, 
intervention and post assessment was carried 
out with these 10 families and feedback was 
taken. Intervention was done at their home envi-
ronment and each individual session lasted for 
45 min minimum to maximum of 70 min. Family 
intervention was also done at their houses. 
Equal number of male and female caregivers 
participated in the study (50%). Majority of the 
dementia patients were taken care by children 
and spouse. Secondary level educated caregiv-
ers were more in the study (40%). Married care-
giver respondents hailing from middle socio eco-
nomic status shown as majority (87.5%). The 
major learnings from the pilot study were to man-
age the time and the appointment after the pre 
assessment according to the needs, to avoid the 
questions which give similar understanding and 
also to rearrange certain questions in the ques-
tionnaire. The suggestions and learnings were 
incorporated to the main study and intervention 
manual. The most frequent need of the caregiv-
ers were treatment related help, psychological 
coping skills and to enhance the family support. 
The major outcome of the pilot study was the 
caregivers were able to revert back the needs 
and challenges through the assessments. The 
results of the pilot study pointed out to manage 
the time of interventions and to focus on more 
examples and other case scenarios for explain-
ing the practical issues of caregiver. Also 
changes noted in the post assessment while 
compared to the pre assessment in caregivers 
stress, burden, social support, awareness, psy-
chological coping, physical coping and other 
family related issues. 
Researcher addressed the generic and specific 
psychosocial issues of the family members with 
specific and general interventions which are 
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broadly divided into family issues, psychological 
issues, physical issues and social issues. Table 
3 describes the final outline of the intervention 
manual. 
 
Table 3: Final content of the manual 
Chapters  Contents  
I.General introduction  
to dementia  
 Understanding dementia 
 Causes  
 Types 
 Prognosis 
 Symptoms and stages 
 Risk factors 
 Myths   
 Treatment  options 
II.Handling dementia patients  Communication with the patient 
 Handling troubling behaviour 
 Meaningful activities 
 Helpline number 
III.Care for caregivers  Understanding emotions 
 The personal and emotional stress of caring 
 Signs of caregiver stress and burnout 
 How to cope with the demanding role of being a caregiver 
 How to deal with Psychological factors –(Stress, Burden, Coping, anxiety) 
 How to deal with Social factors –(Family problems, occupational issues, Financial 
constraints, Social isolation) 
 How to deal with Physical factors –(Substance use, aches and pains, Inattention to 
own health) 
IV.Future of dementia patients and caregivers  Government social welfare schemes for elderly 
V.Prevention and healthy ageing  Health care activities (physical exercise and diet, social connections and intellectual 
activities) 
 Various community level activities 
VI.Dementia centres   Day care centres 
 Respite care homes  
 Residential services 
 
Conclusion 
Caring for a family member with dementia is one 
of the stressors that affect the whole family. 
Family members are required to learn new infor-
mation and practices for care and for their own 
well-being [3]. A comprehensive, intensive, and 
individually tailored intervention can increase ef-
fectiveness and thereby to increase the healthy 
adjustment and quality of care. Through this pro-
cess the researcher developed the final content 
of the manual for the social workers for working 
with caregivers of perons with dementia. This 
source of content is designed for the social 
workers for their clinical practice in supporting 
the family members, friends, or relatives who are 
a part in dementia caregiving. This intervention 
manual aims at assisting families or individuals 
who care for persons with dementia to take care 
of themselves which in turn helps them to take 
care of their patients. 
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